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A registry is a collection of information about 
in d ivid u a ls, u su a lly focu se d  a rou n d  a  sp e c ific  
d ia g n osis o r con d it ion .

• A p a t ie n t  re g ist ry p la t fo rm  is a  m e a n s t o  
e a sily co lle c t , a cce ss a n d  sh a re  p a t ie n t  d a t a  
w it h  d oc t o rs, re se a rch e rs o r d ru g  d e ve lop e rs 
t o  fu e l p rog re ss w it h in  a n d  a c ross ra re  
d ise a se s.

W h a t  is  a  Pa t ie n t  Re g is t r y ?



W h y  a  Pa t ie n t  
Re g is t r y ? Data from each 

p a t ie n t ’s m e d ica l 
h ist o ry, g e n o m e , 

a n d  o t h e r so u rce s 
a re  critical  to 

disease 
understanding, 

diagnosis, 
treatment, and the 

development of 
future medicines 

and cures.

• Families will be able to 
contribute information 
crucial for scientific 
researchers to access 
and use to push the 
science forward  and 
eventually develop 
treatments

• Partnering with Rare -X
• “Patients’ Data 

Powering Progress”



Pa r tn e r in g  w ith  
RARE-X

• RARE-X equips patients to share their 
data with global researchers, clinicians, 
and drug developers

• Patient -owned  and compliant with all 
applicable national, international, and 
state -level privacy laws 

• No cost  to patients, patient advocacy 
groups or scientific researchers 



O u r  Pa t ie n t  Re g is t r y
• Widespread participation by patients will 

also empower patients and caregivers 
during medical appointments by 
providing data visualizations  useful for 
doctors

• Spanish translation of registry forms and 
surveys are currently being completed 
and will also launch soon

• Portuguese and French are also in 
development



Launch Fall 2023 !
• Your participation is 

crucial
• More participation = 

more data available for 
scientific research

Pa t ie n t  Re g is t r y  La u n ch
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amandamurphy1121@gmail.com

Sta y  Tu n e d !
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